
 

 

Rare Disease Council Quarterly Meeting 
Wednesday, February 15, 2023, 10:00 AM – 2:00 PM 

 
Meeting Location:  
All-Virtual Meeting 

https://www.zoomgov.com/meeting/register/vJIsce2urDguEs62oVLy9UkmR-gKFRi-8p8 

Meeting attendance requires prior registration. Please register at link above. 
 

Draft Meeting Agenda 
 

10:00 – 10:20  Council Business 

• Call Meeting to Order 

• Introductions and Roll Call 

• Review Agenda  

• Meeting Minutes 

• Updated Electronic Meetings Policy 
 

10:20 – 10:50  
 
 

 Discussion on Medicaid Waivers 
Ann Bevan and Jason Perkins, Virginia Department of Medical Assistance Services 
Heather Norton, Virginia Department of Behavioral Health and Developmental 
Services 
 

10:50 – 11:10  
 

 Rare Disease Day 2023 Presentation 
Annissa Reed, National Organization for Rare Disorders (NORD) 
 

11:10 – 11:30 
 

 Public Comment Period  
(Time period may be shorter depending on the number of comments received) 
 

11:30 – 12:00  
 

 Lunch Break  

12:00 – 1:00 
 

 
 

Breakout Sessions 

• Resources/Education 

• Data Collection 

• Funding 

• Strategic Planning 
 

1:00 – 1:40  Breakout Session Group Discussion and Action Plans 
(10 minutes per group) 
 

1:40 – 2:00  Council Business 

• Updates 

• Next Meeting/Agenda items 

• Annual Report  

• Adjourn 
 

https://www.zoomgov.com/meeting/register/vJIsce2urDguEs62oVLy9UkmR-gKFRi-8p8

